St. Catherine University

SOPHIA
Antonian Scholars Honors Program

School of Humanities, Arts and Sciences

3-2020

Exploring the Spaces in Between: A Theoretical and
Phenomenological Examination of the Construction of Disability
Identity and Culture
Alma Silver

Follow this and additional works at: https://sophia.stkate.edu/shas_honors
Part of the Disability Studies Commons

Exploring the Spaces in Between:
A Theoretical and Phenomenological Examination of the Construction of Disability Identity and
Culture
by
Alma Silver

Presented in Fulfillment of the Requirements for the Completion of the Antonian Honors
Program
St. Catherine University, St. Paul, MN

Reviewed by Appointed Honors Committee
Cecilia Konchar Farr, Ph.D.
Francine Conley, Ph.D.
Octavian Robinson Ph.D.

St. Catherine University
March 2020

Silver 1
Abstract:
Throughout my journey of growing up, I never questioned my innate tendency to reassure
people that they could look beyond my disability to see the “real me.” As I gradually began to
deconstruct the framework of my disability as a barrier that needs to be overlooked, and
therefore more openly claim my identity as a disabled woman, I came to explore the nuances of
disability identity and culture. To expand my understanding beyond the limits of my lived
experience, I explored theoretical discourse and conducted a series of seventeen interviews with
people who self-identified as members of the disability community. Both research approaches
illustrated a wide variety of perspectives on living with a disability and integrating disability into
identity formation.
My research findings indicated that the omission, distortion, and simplification of the
disability community, perpetuated by mainstream rhetoric and media representations, results in
the stagnation of societal attitudes and interpretations surrounding the concept of disability. The
framework of disabilities as inherently negative and pitiful obstacles, compared to the nondisabled standards of normalcy, reveals a divide between the disabled and non-disabled
communities that is rooted in entrenched emotional associations. Because of the divergent
understandings of disabilities, disability identity formation reflects profoundly unique and
individual experiences, transcending any universally shared process. Nevertheless, a sense of
connection to a broader disability culture arises as a strategic form of resistance to the hegemonic
non-disabled norms and expectations. Disability culture celebrates disability as an integral
dimension of identity and fosters pride in autonomy, unity, and advocacy.
Why I Conducted My Research:
For so many years of my life, I did everything in my power not to be seen as disabled.
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When I was a young girl, I grew up within the shelter of my home, without any
framework of understanding that I was an Other. I lived within my own constructed world, a
world colored richly by books and stories, and a world largely devoid of feelings of loss or
longing for any other reality. I felt the exhilaration of driving my wheelchair for the first time
just as my younger brothers took their first steps, and power surged in me as I spoke my first
sentence through my communication device just as my brothers discovered their first words. My
brothers walked and I rolled around in my make-believe throne. They spoke and I typed. And
that was the natural flow of life. In my worldview, I bore no identity labels or markers of being
“different.” There was nothing missing. I was just as I was.
Granted, I noticed at a young age that other people perceived labels and markers upon a
fleeting glance. Early on, I questioned my parents as to why strangers, and even some adults that
I was familiar with, began to act rather peculiarly whenever I entered a space, looking upon me
with expressions of inexplicable sorrow. The lingering shadows of other people’s words and
actions within my formative memories inexorably colored the lens through which I began to
perceive and understand the world around me. These shadows included the harsh intonations of
the question “What is wrong with her?” that slapped me across the face as I moved alongside
my family in public areas. They included the consultants that openly questioned why I would
need means to communicate beyond basic icons and symbols, and they included the therapist
who showcased a daunting belt contraption, ardently asserting that I must learn to walk in order
to “look more normal.” Most vividly, they included the strangers who spontaneously knelt to
pray that God would heal me, who felt the need to reassure me that I would one day be “free to
walk again.”
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Nevertheless, as my young mind reassured itself, these people were simply ignorant, and
in some cases, they were simply mean, and that was that. My worldview utterly lacked any
conceptualization of ableism or prejudice, and I gradually accepted the reality that the stories that
I read and images that I consumed simply did not feature people who spoke like me or navigated
spaces like me. I learned to sustain myself with the comfortable warmth of believing that if I
only responded to people’s judgments with kindness and forgiveness, they would one day fade
away into the distance. And so throughout my early years of schooling, I learned to gently but
firmly counter the ways in which people spoke to me as though I could not comprehend what
they were saying, and I also learned to feel intrinsic rushes of joy as I forged friendships with
classmates who could look past my disability and “treat me normally.” In the true wonder of
childhood, I immersed myself in the beauty of discovering connections despite everything that
set me apart.
Stark reality in the form of a segregated school bus obscured my vision of this simplistic
beauty on my first day of sixth grade. And the trajectory of my life completely changed.
On that brisk September morning, I moved to join my classmates filing onto the crowded
school bus across the street, when to my bewilderment, a second bus blocked my path and
stationed itself outside my house. The driver unloaded a mechanical lift onto my driveway, and
through the darkened windows, rows of starkly empty seats met my eyes. As I became
shepherded onto this bus, I was told quite plainly that it was one of the only accessible buses
available, and the school bus bustling with my peers, already fading out of sight, was “not for
students like me.”
During the unfolding moments of sitting in solitude amidst the hollow silence
surrounding me, an experience that would come to be woven into the fabric of my daily life for
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subsequent years to come, something deep inside the core of my being became awakened, a
sense of anger, vengeance, and injustice beyond anything I had ever known. For the first time in
my life, I felt as though a tangible and impenetrable force had descended between me and the
rest of the world, a force that I had no power to stop. In those moments, my disability, once a
mere happenstance and fact of life, solidified itself as the reason I rode a segregated school bus,
the reason I began to fear that the non-disabled majority would see me as somebody to be
contained, somebody to be hidden away. Once a natural element of my being, my disability
became a shield that I had to deconstruct, an obstacle that others needed to look past, a barrier
that needed to be overcome. In those moments, I saw myself, more vividly than ever, as an
Other. And the reflection that I saw blurred in the window suddenly startled me.
My perceptions of life and dispositions for interacting with the world around me
branched off from that moment of segregation and gradually splintered into two entirely distinct
yet intertwined paths. On one hand, a fire had been sharply kindled inside me, an all-consuming
calling for stubborn and resistant advocacy; yet on the other hand, I longed desperately for the
feeling of belonging. I wrote fiercely worded letters advocating for desegregation and inclusion,
yet all the while, I learned how to sculpt my thoughts, actions, and behaviors in a way that
allowed me to defy expectations and carefully perform normalcy within the parameters of nondisabled environments. I fought for visibility and acceptance, yet I almost entirely isolated
myself from other students with disabilities, many of whom learned in special education
classrooms in separate hallways. As I tirelessly endeavored to integrate myself into mainstream
environments and regular education classrooms, I buried myself within an entrenched denial of
my disabled identity, crafting the reliable assertion to teachers and peers alike that one only had
to look past my disability to see the “real me” behind it.
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As I grew older and the ascribed labels of “inspirational,” “heroic,” and “brave” became
branded onto me like sharp whips, as though my very existence was a tragedy, I yearned
longingly for others to recognize my messy, flawed, and complex humanity. At the same time, I
internalized the message that such a recognition could only come with incredibly pious patience.
I began to dream that someday, if I could make others around me comfortable, present myself in
the right ways, and navigate through the mainstream world with just the right amount of ease, I
could hope to find love and connection among people who were exceptionally kind and openminded.
Every morning, I would load my wheelchair off the segregated bus and slip into the pool
of students streaming in through the front school doors. I became fragmented as I drifted
between two worlds, with no real hold on either of them. And slowly, patiently, and naturally,
pieces of my fragmented disabled identity began to come together as I experienced life within
the spaces in between.
My recent journey of openly claiming disabled identity, after years of subtly navigating
around it and filtering it through normative expectations, lacked any definitive turning point or
abrupt catalyst. Pieces of my disabled identity arose with leaving behind a hometown in which
ableist rhetoric and idealizations of overcoming disability had hung in the air like a thin mist.
More pieces sprung forth from the transformative reawakening that came with realizing the
entrenched misrepresentations of the disability community, which saturated the media that I had
consumed for so many years. And yet more pieces wove together alongside the newfound
liberation of meeting diverse community members who, in complex and profound ways, had
travelled similar paths of constructing a sense of self within the spaces in between. Most vividly,
my disabled identity seemed to claw its way out from the resounding hollowness that stretched
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within me every time that I, with learned habit, implored others around me to see the “real me,” a
conjured and fabricated self that transcended disability.
Some intangible and internal force erupted within me, slowly and steadily at first but then
all at once, as I grappled in the dark to find the “real me,” as I tried to untangle my disability
from my thoughts, passions, desires, and endeavors and faced the resounding truth that it was
simply impossible. With a sudden intensity, the shield and facade that I had erected around
myself amidst the tides of non-disabled normalcy began to crumble around me. I could no
longer filter my identity and conceal my perspective for other people’s comfort, and I could no
longer edit myself so as to fit within spaces that were never created with anyone beside nondisabled people in mind. I could no longer live to counter non-disabled people’s presumptions of
incompetence, passivity, flatness, and eternal innocence, which had lingered over my reality for
so long as a woman in a wheelchair. I could no longer settle with being the contrived inspiration
or intriguing story within another person’s narrative, hoping that they might one day see me as
more. And with a realization that felt healing and shattering all at once, I knew that any love that
people only gave to me on the condition of “looking past” the core of my identity was a love that
I could no longer accept.
At this moment in my life, I claim my identity, loudly, boldly, and openly, as a disabled
woman. I strive to assert this unapologetic identity within spaces where I once felt a need to
justify my presence. And in deconstructing the ingrained responsibility of normalizing myself, I
discovered a wonderfully blank canvas, a calling to do my part to help challenge and rewrite the
narrative of what is upheld and idealized to be “normal” to begin with.
As a capstone to my journey of engaging with storytelling, narrative creation,
representation, community building, identity formation, and claimed empowerment throughout
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my college years, this project encompasses the richly diverse and colorful beauty that arises from
the spaces in between. It celebrates the stories that enrich these spaces, stories that transcend the
parameters of experiences that our society continues to expect and idealize. For too long,
disabled voices have been systemically silenced and spoken for by hegemonic non-disabled1
power structures, creating inequalities within public and private spheres that contribute toward
distorted representations, condescending impositions of ascribed labels, and enduring
stereotypes. The broad spectrum of inequalities hinders authentic interpersonal dynamics
between disabled and non-disabled communities. By upholding the non-disabled experience and
perspective to be the inherent default, the unconditionally desirable outcome to preserve against
all alternatives, disabilities remain to be distorted through the lens of pity, fear, and discomfort.
Through this lens, they manifest as tragedies, defects, and losses to be avoided.
As apparent within the creation of a “personal tragedy” paradigm surrounding
disabilities, a particularly pronounced and laden emphasis falls upon the prefix dis-. The
arbitrary association of the word “disability” with the restrictive forces of disadvantage,
affliction, and weakness leaves the word itself to be avoided and distorted. I often feel the
visceral discomfort hovering in the air when I outwardly claim my disabled identity, which
occasionally leads to overt confrontations in which I have to dispel the double-edged “praise”
that I am “not disabled in spirit.” Vital narratives and perspectives become overlooked and
silenced because of the discomfort, concealment, and presumption of tragedy that clouds our
mainstream understandings of disability experiences.

1

Although “able-bodied” remains the traditional political term used in reference to people without disabilities, many
disability activists argue against the use of this demographic label, thus rejecting the notion of a universal standard
for physical and mental ability (Badger and Sanger-Katz). Therefore, I use the label of “non-disabled” as a less
divisive alternative that encompasses a broad spectrum of both physical and invisible disabilities.
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In conducting the research and interviews that form the foundation of this project, I
immersed myself in merely the beginning stages of a promising expanse of opportunities to listen
to the vastly diverse stories of people in the disability community and amplify the voices within
the spaces in between. My theoretical and phenomenological findings converged into an
overarching exploration of disability identity and culture, which manifest and unfold on both an
individual and collective level. My series of interviews illustrated a nuanced spectrum of
subjective perceptions surrounding disability identity as well as claimed positionality within the
disability community. Balanced with the wide variance in descriptions of individual identity
formation, an underlying cultural dimension of disability emerged within the thematic
experiences of resisting entrenched ableism and defying the perpetuation of non-disabled
standards for normalcy and desirability. The understanding of disability as a cultural dimension
remains largely omitted from mainstream narratives and discourse, in part owing to the
continuous misrepresentations and systemic inequalities faced by people with disabilities.
Therefore, listening to authentic and intersectional voices within the disability community offers
critical insights and implications for reframing disability as a distinct culture.
It is essential to clarify that neither my narrative of claiming disability identity nor the
narrative of any singular person within the disability community can be upheld as representative
of the holistic experience of living with one or more disabilities, as individual perspectives and
life experiences vary in infinitely complex ways. Disability experiences transcend any singular
understanding, as the very definition of disability carries layers of subjective interpretation. For
instance, while the 1990 Americans with Disabilities Act classified “disability” as “a physical or
mental impairment that substantially limits one or more major life activities,” the United
Kingdom Disabled People’s Council denotes disability to be the set of social disadvantages
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incurred by a biopsychosocial impairment (Luther, Lepre, and Clark 259, Barnes and Mercer
11). Along with divergent legal and political frameworks of disabilities, individuals across
different sectors of identities within the disability community offer contrasting views within the
debate of people-first versus identity-first language. The underlying foundation of this debate
lies in perceptions of empowerment, as some community members (who identify as “people with
disabilities”) uphold their personhood to be distinctly separate from their disability, while others
(who identify as “disabled people”) find pride in claiming disability as the forefront of their
identity (Haelle).2 Conceptualizations of disability continuously evolve in response to changing
sociopolitical contexts and cultural movements. Thus, the multifaceted expressions of living
with a disability and claiming identity reflect a complex spectrum of social and cognitive
constructs. If we collectively strive to foster more nuanced dialogue, we must equally recognize
and validate diverse pathways toward embracing and claiming disability experiences.
In addition to the broad expanse of interpretations surrounding disability, I must
acknowledge my unearned layers of privilege in writing this analysis of disability identity and
culture as a white, heterosexual, and cisgender member of the disability community.
Interlocking systems of privilege and oppression based on race, ethnicity, sexual orientation,
gender identity, religion, socioeconomic status, and other demographic factors lead to diverse
intersectional experiences within the disability community. Oftentimes, systemic privileges,
which remain granted to select groups of people within the disability community along arbitrary
demographic lines, create disparate barriers to accessing resources and services that enhance
community engagement. Such barriers in turn influence many individuals’ journey of interacting

2

In respecting the ongoing dialogue regarding the different forms of self-identification, I use the phrases “members
of the disability community” or “disability community members” throughout this paper as more encompassing and
neutral labels.
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with disability identity and culture. We must deconstruct the ingrained societal stratification that
leaves the disability community to be categorized as an isolated, cohesive, and homogeneous
demographic group, as disability experiences transcend group boundaries and intersect with all
identity markers. The stories that arise from these intersections resonate with infinite complexity
that this project cannot fully encompass.
Because of the complexities and intricacies of intersectionality, as well as the natural
limitations within my own subjective understanding, I do not intend for this research to provide
definitive and consolidated answers through which disability identity and culture can be
categorized. Rather, I hope that this exploration will serve as an invitation to question the nondisabled normalcy that permeates our culture, bridge entrenched gaps in understanding, and
foster a more inclusive dialogue. Dismantling assumptions and fostering mutual engagement
will create promising pathways toward openly celebrating the vibrancy, complexity, resiliency,
diversity, and beautiful humanity that colors the spaces in between.
Rhetoric and Representation: An Intricate Relationship
Throughout childhood and adolescence, I grew accustomed to the uncomfortable knot in
my stomach that would form as people described me with the emotionally laden labels of
“wheelchair-bound” and “confined to a wheelchair.” Oftentimes, this victimizing language
would become so commonplace and redundant that it would fade into the backdrop. Yet
inevitably, some words lashed out with striking force and left a mark. I recall feeling particularly
stunned when a local newspaper article introduced me as a student “afflicted” with cerebral
palsy. Within the rhetoric that encompassed my identity, I found myself entirely lacking agency,
portrayed as a “victim” who was forced to succumb to the perceived “defeat” of a physical
disability.
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In all aspects of life, words shape and color the ways in which we understand the world
around us. Specifically, the rhetoric surrounding disabilities, including the association of
wheelchairs with tragic confinements, establishes the framework of societal attitudes regarding
disability identity and culture. Rhetoric thus carries the power to either facilitate or restrict a
more holistic intercultural understanding between the disabled and non-disabled communities.
The societal attitudes shaped by rhetoric, which often reinforce normative non-disabled standards
for success and happiness, in turn impact individuals’ internal processes of claiming their
disability identity and finding connections to disability culture (Zola 167). Stigmatizing rhetoric,
a reflection of our collective thought processes, ingrains itself within different facets of our
culture, as concretely seen within the continuous media misrepresentations of the disability
community. Identifying, challenging, and rewriting ableist language, especially words that trace
back to the oppression and marginalization of people with disabilities, calls for us to critically
question the construction of normalcy and the perpetual exclusion of disabled voices.
The Rhetorical Construction of Inferiority
As exemplified by the distortion of my disability as an affliction and defeat, the rhetoric
surrounding disabilities fundamentally reflects presumptions of pitiful and undesirable loss. The
stereotypes and tropes that reinforce these presumptions undermine efforts to bolster collective
disability pride and achieve equitable strides. Much like whiteness and heteronormativity, ablebodied and neurotypical experiences remain elevated on a pedestal of centrality, privilege,
representation, and cultural celebration (Dolmage 20). Within the framework of these presumed
defaults realities, disabilities naturally become reduced to diagnoses, made invisible,
compensated for, or associated with infantile dependency (Hyatt 14). As seen in the mainstream
media representations of people with disabilities as eternally innocent, suffering victims, or
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heroes overcoming an undeserved burden, disabilities elicit the rhetoric of ostracization and
medicalization. This rhetoric can be understood as the product of non-disabled normates, which,
as disability studies theorist Rosemarie Garland-Thomson writes, compose of the “constructed
identity of those who, by way of the bodily configurations and cultural capital they assume, can
step into a position of authority and wield the power it grants them.” (Dolmage 22). The power
and influence systemically granted to individuals possessing non-disabled normates within our
society, as it is similarly granted to individuals possessing white and heterosexual normates,
fosters the circulation of implicitly ableist rhetoric and cultural myths. Such myths in turn justify
the disparate barriers faced by the disability community
Despite the parallels and intersectionality underlying the various forms of marginalization
that remain legitimized through privileged rhetoric, a collective celebration of disability pride
often becomes underrepresented or omitted from broader social movements toward equality.
Rhetoric that equates disabilities to weaknesses traces back to deeply ingrained ideologies that
drove social movements throughout history. Particularly, the first-wave feminist movement,
beginning in the late nineteenth century and evolving into the second-wave movement
throughout the twentieth century, embraced a model of liberating traditionally marginalized
groups of people from the “handicaps” placed on them by society (Lamp and Cleigh 182).
Additionally, the cultural values of occupational equality and societal contributions, which
accompanied large-scale social movements throughout the twentieth century, justified the
standard practice of isolating people with disabilities in institutions, stigmatizing and
pathologizing them as “victims,” “patients,” and “sufferers,” (Haller, Dorries, and Rahn 5).
Even within political and cultural discourse addressing systemic oppression and calling for
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societal progress, members of the disability community remained reduced to rhetorical
representations of restriction and suffering.
Owing to the prevailing presence of normates and non-disabled expectations for reality
throughout historical contexts, the cultural experiences of navigating disability identity
continuously become overshadowed by the ascribed narrative of deficiency and weakness. For
instance, the narrative of disabilities as unfortunate obstacles leads to the repeated dismissal of
groups of disability community members as “support groups,” rather than legitimate cultural
groups advocating for civil rights (Zola 168). As a mobilized resistance to these hegemonic
narratives, the Disability Rights Movement and the ensuing 1990 Americans with Disabilities
Act fostered a broader recognition of the disability community’s agency and complexity, thereby
creating new opportunities for progressive rhetoric and platforms centered on removing barriers
within society (Haller, Dorries, and Rahn 4). Nevertheless, cultural narratives of disabilities as
personal tragedies endure, largely due to a continued lack of authentic media representations.
Rhetoric fundamentally shapes mainstream representations that continue to predominantly distort
the nuanced layers of disability identity and culture.
Idealizations of Overcoming:
When the late British astrophysicist Stephen Hawking passed away in March 2018, a
sense of overwhelming exhaustion washed over me as my social media pages became flooded
with a graphic displaying the silhouette of an upright man walking toward the afterlife, leaving
his wheelchair and augmentative communication device behind him (see Appendix A).3 Within
mainstream media platforms, the eulogizations of Hawking predominantly included celebrations
of his liberation from the “confinements” of his disability. Thus, the enduring “better dead than

3

The graphic was originally created by Australian artist Mitchell Toy and released on his Twitter page.
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disabled” media trope became thrust into a jarring new light, highlighting the continuous
exploitation, distortion, and simplification of disability identity.
Throughout his life, Hawking vocally advocated against the public perceptions of his
disability and scientific achievements as two diametrically opposed elements of his life. Rather,
he acknowledged that living with ALS refined the trajectory and focus of his work (Wildhood).
Yet instead of incorporating his disability as a complex element of his life and multi-dimensional
identity, most commemorative articles defaulted to traditional language that framed it as an
obstacle that needed to be overcome in order to achieve greatness.4 Mainstream news outlets
framed Hawking’s success as occurring “despite” his disability, thus reinforcing the framework
of disabilities as burdensome tragedies that must be overcome in order to enjoy a quality life.
Within this framework, death encompasses a symbolic pathway toward the achievement of
absolute freedom from the “constraints” of a disabled body. Disability activists condemned the
implicit and reductionist assumption that all people wish to be “freed” from their disabilities and
conform to a non-disabled reality.
The paradigm of disability as encompassing an inferior quality of life and lessened will to
live, which shaped the sensationalized portrayal of Hawking’s death as liberation, exemplifies
the cultural consequences of cure rhetoric. Rooted in the historically constructed medical model
of disability, cure rhetoric undermines autonomy and choice by approaching disabilities as
individual problems in need of correction, thus upholding the integration into non-disabled
society to be the ultimate victory (Barnes 162). As shown by the people who publicly prayed for
my liberation to walk, cure rhetoric presumes the fulfillment of non-disabled achievements to be

4

The Washington Post’s obituary introduced Hawking as "the British theoretical physicist who overcame a
devastating neurological disease to probe the greatest mysteries of the cosmos," while CNN’s staff similarly
emphasized that he “overcame a debilitating disease” (Achenbach and Rensberger).
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universally desired and sought after, omitting disability as a legitimate and holistic identity
(Barnes 162). The repercussions of this rhetoric manifest in the deeply ingrained cultural
idealizations and myths that frame the act of overcoming disabilities as the only pathway toward
a quality life.
The “supercrip” media trope prevails throughout the repeated sensationalized stories of
disability community members transcending the supposed “confinements” of adaptive equipment
and conforming to non-disabled standards of appearance and performance. Most prominently,
feel-good news stories continuously feature wheelchair-users who stand up and walk away from
their wheelchair to achieve important milestones in their life, such as weddings and graduations.5
While many individuals undeniably and validly seek rehabilitation for physical disabilities and
desire specific forms of autonomy, media outlets embellish these experiences as inspirational
triumphs of strength and determination. Thus, they become framed as admirable and desirable
outcomes when compared to the alternatives of remaining in the wheelchair and presenting as
visibly disabled. Individual stories of overcoming and accomplishment reinforce the unrealistic
expectations placed upon diverse disability community members to negate their identity and
conform to non-disabled experiences (Gilbert and Schantz 21). The prevalent “supercrip” trope
presents a simplistic and homogeneous conceptualization of disabilities as deficiencies that can
be overcome through intentional effort and willpower. Underlying this cultural phenomenon,
cure rhetoric fundamentally influences the narratives that we tell as a society and the voices that
we choose to amplify.

5

In April 2018, ABC News reported on a man leaving his wheelchair to walk his new wife down the aisle
(McCarthy). Eight months later, a CNN story featured a man “confined to [his] wheelchair” who stood up to receive
his diploma during his college graduation ceremony (Hill).
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Cure rhetoric and overarching tragedy narratives of disability also reflect layers of
uncertainty and emotional projection shared among many non-disabled people, which hinder
nuanced understandings of disability experiences. From a disability theory framework, the
cultural constructs perpetuated by non-disabled communities, namely pitying and fixing
disabilities, stem from the perceived threat that disabilities pose to able-bodied and neurotypical
self-images (Siebers 42). Specifically, negative associations surrounding disabilities partly arise
from unconscious fears surrounding the body’s natural vulnerabilities (Barnes and Mercer 196).
Influenced by these fears, the awareness of anticipatory disability, or the potential to acquire a
physical, mental, or invisible disability at any given point in life, often becomes the framework
of understanding disability rights and approaching the disability community (Puar 179).
Unfortunately, the unchallenged negative emotions surrounding disabilities reinforce the
presumed superiority and desirability of non-disabled experiences. As a result, an entrenched
“disability as inspirational” paradigm diffuses itself throughout our rhetoric and normative
frameworks, imposing a status of heroism onto people with disabilities strictly for existing with
their perceived “burden.” The continuously accepted framework of disabilities as undeserved
hardships that should be overcome exemplifies the influence of rhetoric and representations on
the narratives that we subconsciously integrate into our collective understanding.
The words and images that distort the nuanced realities of disability intricately weave
together to form the various degrees of stigmatization and ostracization experienced among
members of the disability community. On the surface-level, the labels of “wheelchair-bound”
and “confined to a wheelchair” may appear to be outdated terminology in need of patient
correction. Yet in untangling the complex layers of historical, political, and sociocultural
influences underlying victimizing rhetoric, the enduring narratives of suffering, misfortune, and
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dependency, which simplistically encompass a diverse spectrum of disabilities, become
alarmingly evident. The interconnected dynamics of rhetoric and representation cannot be
separated from the broader exploration of disability identity and culture. Non-disabled
frameworks and expectations of normalcy, which both reflect and perpetuate stereotypes and
restrictive narratives, profoundly influence experiences of claiming disability and forming
community. As a first step toward more collectively and holistically celebrating the intricate
narratives that enrich the spaces in between, we must address and dismantle the traditionally
dominant narratives that have concealed and silenced these spaces for so long.
From the Individual to the Collective: Claiming Identity and Creating Culture
As a young woman with a physical disability navigating the universal adolescent
turbulence of developing a self-image, I rarely found mainstream representations of people who
used wheelchairs and communication devices pursuing academia and professional careers. I
struggled to identify with the few representations that I discovered, which almost always featured
men with relative layers of privilege within the disability community. I formed connections with
exclusively non-disabled role models and learned how to adapt myself to see the world through
their lens. My journey of claiming disabled identity and positionality within the disability
community, thus breaking through the non-disabled lens, gradually unfolded after years of
cathartic separation from the normalized rhetoric that I grew up immersed in. The journey
continues to evolve and take new directions as the diverse members of the disability community
that I interact with challenge my perspective and raise new ideas.
The disability community encompasses infinitely diverse and subjective perspectives.
Thus, my journey of developing disability identity falls within a range of narratives that
transcends any universal timeline or definitive set of stages. A sense of belonging within the
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disability community often becomes fragmented, acquired, and expressed differently over the
course of increasingly complex life experiences. The nuanced individuality of disability identity
leaves little consensus surrounding the specific core values that distinguish the disability
community as a unified culture (Forber-Pratt). Nevertheless, despite the wide divergence in
disability identity formation, an undeniable activism consciousness, rooted in collective
resistance, arises from the experiences of countering hegemonic power structures and claiming
positionality in the spaces in between entrenched non-disabled expectations (Barnes and Mercer
264). An overarching disability culture emerges within both theoretical and phenomenological
findings, even with the differences in values and expressions of identity that unfold within the
community. Much like rhetoric and representation, disability identity and culture continuously
intertwine within a holistic construction of the self.
The Myriad of Disability Identity Formations
The incredible dynamism underlying disability identity, a phenomenon that transcends
any homogeneous label, reflects the richness of the disability community. Because of the
relatively abstract definitions of what constitutes as a “disability,” the disability community
encompasses an expansive range of life experiences that intersect with all identities, including
but not limited to physical disabilities, cognitive disabilities, chronic pain, and neurodiversity.
As upheld by the social model of disability, which shifts the focus from pathologizing
individuals to addressing societal barriers, significant components of lived experiences, which
distinguish different types of disabilities, derive from the inaccessibility and imposed limitations
of non-disabled environments. Nevertheless, other aspects of disability experiences naturally
derive from the body, leading disability identity formation to encompass both physical and social
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dimensions (Barnes and Mercer 290). In this process, multi-faceted branches of individuals’
lived experiences create internal realizations of disability identity.
Moreover, as exemplified by the dialogue around people-first and identity-first
terminology, avowed identities within the disability community continuously evolve. For
instance, within the contemporary disability rights movement, many people have reclaimed the
historically derogatory and objectifying label “crip” and transformed it into a symbol of
collective empowerment (Williams). The subversion of traditionally oppressive labels, as a
means of fostering new and distinctly empowered identities, resurfaces throughout different
marginalized groups, as exemplified by the collective reclaiming of the word “queer” by the
lesbian, gay, bisexual, transgender, and queer (LGBTQ+) community (Rocheleau). As shown by
the natural evolution of external labels, the myriad of diverse experiences within the disability
community foster different viewpoints on claiming identity and expressing empowerment. At
their core, the cultural and sociopolitical layers composing disability identity defy any stagnant
or universal nature.
Along with broader influences, specific situational demands play an integral role in
shaping divergent processes of developing disability identity. Overwhelmingly, members of the
disability community grow up and become socialized within non-disabled environments,
saturated with the entrenched narratives that frame disabilities as tragedies. Influenced by the
enduring tragedy paradigm, younger people born with lifelong disabilities tend to initially
internalize the pressure of normalizing themselves to fit into non-disabled environments, while
older people with acquired disabilities often initially default to the culturally diffused medical
model that frames disabilities as individual burdens (Zola 167 and Darling 138). Situational
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identities manifest across age groups, as members of the disability community navigate the
constraints of the dominant non-disabled culture as it arises in different contexts.
In many cases, the choice to either claim or conceal disability identity, to varying
degrees, reflects the levels of acceptance and openness fostered by different social environments.
A 2010 study further illustrated situational influences on disability identity, as it found that
environmental factors, such as inclusiveness and access to resources, lead members of the
disability community to either integrate themselves into non-disabled environments or foster a
distinctly individualized disability pride (Darling 111). Within this framework, experiences of
claiming disability identity unfold along a spectrum, encompassing assimilation into mainstream
society on one end and expressive disability activism on the other end (Darling 114). Disability
identity inherently reflects the context in which it forms, as members of the disability community
develop divergent approaches to expressing individuality and finding a sense of belonging within
a traditionally marginalized population.
Underlying the sociocultural, linguistic, and situational divergences in disability identity
formation, intersectionality surfaces as a prominent phenomenon. Particularly, the intersection
between race and disability creates nuanced layers of expressing identity that can both
complement and conflict with each other. For individuals who already identify as belonging to a
systemically marginalized racial group, openly claiming disability identity creates the potential
for heightened oppression and discrimination. Nevertheless, acknowledging the intersections
between experiences of devaluation can also bolster a sense of pride in claiming disability as a
holistic dimension of identity (Darling 64). Individuals who identify as members of multiple
marginalized communities vary widely in determining the salience of their intersecting identities
and preferences for expressing them, reinforcing the understanding of disability identity as a
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continuously evolving force that interacts with multi-dimensional life experiences. If we
collectively adopt the framework of disability identity as a complex and evolving individual
perspective, we can more critically deconstruct the notion of the disability community as a
homogeneous group that can remain within a singular narrative.
A Culture Rooted in Resistance
The notion of disability as its own distinct and holistic culture often elicits skepticism,
especially since the categorization of “disability” itself lacks coherence. Likewise, the
multifaceted layers of experiences, perspectives, contexts, and intersectional backgrounds that
shape disability identity formation may seem to transcend any definitive cultural unity. Yet
despite the variance in understanding disability and claiming positionality, the disability
community has historically defined itself in opposition to non-disabled normates, which remain
collectively created, idealized, and preserved in ways that marginalize those who identify beyond
the normates. Because of the relatively universal experiences of navigating barriers imposed by
non-disabled environments and power structures, an overarching disability culture manifests in
resistance to the normalization and naturalization of these barriers. Disability culture as a unified
force does not streamline every complex facet of disability identity within a singular framework.
Rather, it revitalizes traditional narratives by challenging the rhetoric, presumptions, and
disparities that grant unequal status, mobility, and privilege to non-disabled members of society.
Among members of the disability community, the collective efforts to deconstruct nondisabled frameworks of understanding disability, including the stigmatization and condescending
paradigms that they perpetuate, emerges as a critical dimension of disability culture. Unified
cultural movements bring divergent disability identities together under the shared visions of
challenging the stratification between disabled and non-disabled communities and creating
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empowering spaces for perspectives that have traditionally been silenced and spoken for. Within
the joint efforts to simplistic narratives, several unique experiences emerge, including asserting
independence and autonomy, acquiring justice-oriented knowledge surrounding disability issues,
and educating others with limited exposure to the community (Forber-Pratt). While these
experiences do not manifest in the same patterns or under the same circumstances for all
members of the disability community, they distinguish disability culture as encompassing unique
perspectives that cannot be flattened or assimilated within a non-disabled framework. The
common understanding fostered by disability culture adds depth and unity to the narratives
created in the spaces in between.
Disability rights movements, which embolden individuals to claim disability culture, call
for a critical recognition of the privilege and preference that remains reserved for non-disabled
identities. In doing so, these movements expand the arbitrary and restrictive binary between
“abled” and ‘“disabled,” which has traditionally normalized the evaluation of human beings by
their ability to achieve non-disabled benchmarks for success, such as wealth, health, tangible
productivity, and continuous upward mobility (Puar 182). As disabilities remain inherently
reduced to failures and losses within stagnant narratives that define the meaning of fulfillment,
an open celebration of disability culture becomes a crucial catalyst for solidarity and rebellion
against the personal tragedy paradigm (Barnes 171). Reframing disability as a holistic and
legitimate culture progressively acknowledges the complexity of navigating atypical experiences
and creating adaptive maneuvers in a world built for non-disabled people (Barnes and Mercer
203). With this acknowledgement comes the gradual subversion of the conventional
understandings of disabilities as negative outcomes that necessitate denial and overcoming.
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As disability culture kindles a mobilized resistance, it solidifies diverse and holistic
disability experiences as symbolic sources of strength, pride, and empowerment. For many
members of the disability community, forging cultural connections begins with an expressive
ownership of disability as a positive and integral element of identity, rather than a deficiency to
be surpassed (Dunn and Burcaw). Branching across the contrasting positionalities, perspectives,
and ideas that create the interwoven fabric of disability culture, the act of claiming disability
pride mobilizes self-definition, community affiliation, and advocacy endeavors (Barnes 183).
Disability activist and policy-maker Sarah Triano asserts that disability pride manifests as a form
of both resistance and empowerment, especially since it serves as “a purposive valuing of that
which is socially devalued and an attempt to untangle ourselves from the complex matrix of
negative beliefs, attitudes, and feelings that grow from the dominant group’s assumptions that
there is something inherently wrong with our disabilities and identity” (Barnes 168). The
amplification of positive, empowered, and inclusive narratives fosters greater ties of kinship
across the broad networks of the disability community. In understanding the shared experiences
uniting the unique and intersectional identities within the community, we can strive to reframe
disability through a cultural lens as an integral dimension of human diversity.
Because of the power that disability culture yields to create both collective resistance and
individual empowerment, it shares core characteristics with other forms of cultural experiences.
To push back against reductionist narratives, theorists and activists have moved toward
articulating disability as a legitimate sociocultural category by illustrating its parallels with other
types of identities. A 2018 study, exploring the relationship between “coming out” rhetoric and
disability experiences, suggested that the processes of claiming a social identity as a disability
community member and developing cultural understandings of disability may be fundamentally
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similar to the identification that unfolds within the LGBTQ+ community (Mauldin). While
drawing analogous comparisons between two social categories risks simplifying lived
experiences and erasing intersectional identities, undeniable parallels between disability and
LGBTQ+ experiences persist. Members of both communities often resist pathologizing rhetoric,
grow into identities that detract from family systems, and navigate pressures to pass within
normative environments (Mauldin). The study lacks a comprehensive spectrum of disability
identities, since it specifically focuses on Deaf individuals, many of whom uphold their culture to
be distinct from disability culture and differ widely in positionality within the disability
community. Nevertheless, the broader composition of disability culture reflects the selfacceptance, community building, and social awareness that fosters a unified mobilization across
different groups. Overall, validating disability as a distinct culture, rather than a personal loss or
deficiency, creates pathways toward more inclusive dialogue that will gradually bridge the
entrenched divides between different understandings of disability.
As both a multi-dimensional identity and a cultural phenomenon, disability transcends
any comprehensive framework or singular narrative. Disability experiences encompass the
complex growth of identification, resistance, and pride on both an individual and collective level.
The hegemonic stereotypes and misrepresentations imposed upon the disability community
stymie progressive understandings of disability as a distinct identity and culture. Therefore, the
circulation of diverse narratives and perspectives from members of the disability community
becomes a crucial catalyst for amplifying voices that have traditionally remained silenced and
oppressed. Like so many other individuals, I spent my formative years constructing an identity
and finding my sense of self, yet I lacked any mainstream representations that validated my
disability as an integral component of my identity. In order to revitalize images and stories
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surrounding disability, which shape the rhetoric that we normalize and the systems that we
uphold, we must collectively address the omission of nuanced perspectives from individuals who
claim disability as a holistic dimension of their being. With more intentional representations that
illustrate claiming identity, navigating otherness, and discovering cultural connections within the
disability community, we can move toward an inclusive framework of disabilities as lived
experiences to be embraced and appreciated, rather than tragedies to be feared and avoided.
Listening to Stories from the Spaces in Between
As a first endeavor within the promising and fruitful journey of rewriting, reclaiming, and
re-imagining traditionally stagnant narratives, I sought out to listen to the authentic stories of
community members whose lives have been shaped and colored by multifaceted disability
experiences. Within the tapestry of seventeen stories that I gathered in conversations throughout
the Twin Cities area, the central narratives of embracing disability as a holistic element of the
constructed self and defying non-disabled power structures emerged as interwoven threads.
While I embarked upon this interview series with the intention of amplifying diverse voices
within the disability community and broadening my own understanding of disability identity and
culture, I could not have foreseen the depth of connection and kinship that arose from these
conversations. In beginning interviews by openly sharing my personal narrative of claiming
identity as a disabled woman, I discovered my ability to create an enriched space that fostered
honest, unfiltered, and nuanced storytelling. The moments of shared experiences and
understandings that I shared with the diverse community members that I interviewed affirmed
the importance of intentionally creating space for raw, uncomfortable, reflective, defiant, and
transformative storytelling, a form of authentic human connection that carries infinite potential to
subvert the dominant narratives that compose our societal scripts.
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I guided the conversations with my interviewees by asking them three overarching
categories of open-ended questions (see Appendix B for the complete list of questions). My first
set of questions encouraged introspective reflection, as I asked each person to explore the ways
in which they perceive their particular disability, as well as the influence that their disability has
carried over their identity formation throughout the years. My subsequent questions centered on
the experiences and sensations of navigating predominantly non-disabled spaces and being
perceived as an Other. The stories and memories that participants shared in response vividly
illustrated the entrenched misconceptions and stereotypes that continuously hinder effective
intercultural communication between the disabled and non-disabled communities. Finally, I
concluded my interviews by requesting that each person describe both their sense of positionality
within the disability community and their visions for an inclusive future. The answers that I
collected after asking each of these sets of questions revealed an expansive range of unique
perspectives and ideas, arising from the depth and complexity of lived experiences.
In addition to reaching out throughout my personal networks of Twin Cities private
college students, I recruited my interviewees through a variety of local disability-focused
organizations in the Twin Cities, including Disability Hub Minnesota, The Minnesota
Consortium for Citizens with Disabilities, and the Interact Center for the Visual and Performing
Arts. Meanwhile, I joined several Facebook groups that foster social networks among members
of the disability community, and I promoted the opportunity to engage in an ongoing storytelling
project (see Appendix B for the original flyer that I posted). The group of seventeen community
members that I connected with encompassed a dynamic array of backgrounds, positionalities,
and identities. Regarding gender identities, five interviewees identified as male, eight
interviewees identified as female, and four interviewees identified as either queer, gender non-
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binary, or transgender. Throughout my multilayered outreach strategies, I interacted with people
from an incredibly wide age range, spanning from age twenty to age seventy, with a median age
of thirty-four. My interviewees’ specific disability identities formed the broadest spectrum of
diverse experiences. In categorizing the seventeen narratives, three centered on interconnected
chronic pain and mental health conditions, three focused on acquired disabilities through spinal
cord injuries, seven encompassed neurodiverse traits, three included auditory or visual
disabilities, and four explored the realities of lifelong physical disabilities. While organizing
participants by their demographics reveals the diverse assortment of perspectives, this method of
categorization must be acknowledged as inherently simplistic, as it fails to account for the
intersections between different identity labels.
The most significant limitation of my research findings is the lack of racial diversity
among the disability community members that I interviewed. Only four out of the seventeen
people identified themselves as people of color, while the remaining thirteen people identified as
White. Because of the disproportionate representation of disability experiences that lack
intersections with any minority racial or ethnic backgrounds, this sample of interviews cannot
fully encompass the spectrum of lived experiences that shape different expressions of disability
identity and culture. The intersections between race and disability must be more critically
explored within future research if we strive to dismantle the implicit White normativity within
many disability narratives and create a more substantially inclusive framework of disability
identity and culture.
Moreover, my methodology of recruiting interviewees primarily through official
disability organizations and social media platforms may have exacerbated the limitations within
my sample of narratives. I reached disability community members who not only have the
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privilege of reliable Internet access, but who also openly claim disability as a piece of their
identity and actively involve themselves within established disability networks. In continuing
this research, I would strive to use more expansive means of recruitment, including print flyers
and in-person community networking, in order to reach a broader audience and more deeply seek
out traditionally underrepresented viewpoints surrounding disability identity and culture.
Nevertheless, despite the limitations of this phenomenological research, the collection of stories
offers critical insights surrounding the experiences of claiming positionality, navigating
otherness, and discovering an empowered sense of self.
The Divergent Paths of Disability Experiences
I began my conversations with disability community members by asking a simple yet
fundamental question: “How would you describe your identity?” The remarkably wide scope of
answers that I gathered in response to this question created dynamic opportunities to explore the
ways in which different perceptions of disability evolve over the course of people’s lives and
shape the trajectory of their experiences. Aligning with my research findings, my interviewees
expressed personalized narratives of how they came to understand disability as an underlying
element of their self-concept, affirming that the development of disability identity transcends any
cohesive or linear progression. As a holistic dimension of human diversity, disability
encompasses memories, associations, positionalities, and unique worldviews that profoundly
shape individuals’ processes of self-identification.
When asked to describe their identities without any additional guidance or leading
prompts, disability arose as the first and foremost dimension that many of my interviewees used
to define themselves. In addition to openly and boldly claiming disability identity, they
expressed the overarching sentiment that because their disability influences all aspects of their
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life and creates their framework of navigating the world, removing their disability would mean
removing the core foundation of their personhood. Several quotes illustrate the unequivocal
centrality of disability identity.
“I am a disabled queer nerd. Not only does my disability affect how I do things, but it
makes me me. I can’t imagine what it would be like to experience life without my
disability. When I got my diagnosis, it completely changed my path.”
“I claim the disabled identity really loudly. I’m super okay with that.”
“It’s not a weakness. I would not be the strong person I am, and I would not have the
voice I do without my experiences of chronic pain and mental illness.”
“I am a person with a disability. I am an advocate in the disability community, and I live
independently. Acquiring my disability defined who I am, and it gave me knowledge and
awareness of myself and the world around me as a person with a disability. I feel a sense
of purpose in what I have accomplished. I have reached higher points of fulfillment not
in spite of my disability, but because of it.”
While disability emerged in the forefront of avowed self-identification, many community
members also described the dynamic interconnectedness between their disability and other
foundational elements of their identity. In this approach, exemplified by the following quotes,
disability identity cannot be consolidated into a singular label, yet at the same time it
fundamentally shapes the construction of the holistic self.
“I identify as a cisgender African American woman with an auditory-processing
disorder, which means that I don’t hear sounds and process sounds the way that most
people do. I also identify as having anxiety because it reflects how I function in this
world. At the end of the day, these make up who I am. I don’t know any other world
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without them; they shape the ways I interact with people and go about my daily tasks.
It’s how I see the world.”
“I was born with spina bifida, and I’ve worn leg braces my entire life. I’m a writer, a
rebel, a survivor, and a fighter. I don’t like the labels. People are so complex that I find
it difficult to put labels on anyone. Yet my disability is a part of me, and it has defined
who I am. I wouldn’t be me without it. I realized that I can’t live my life thinking I’m
deficient.”
Among the many intricacies and variations of disability identity that evolve within
people’s holistic self-concept, the intersectionality between multiple marginalized identities
surfaced as a critical theme throughout several interviews. Particularly, perspectives that arise
from the intersection between race and disability illustrate the ways in which diverse community
members accentuate disability within their self-expression and navigate their positionality within
various social contexts. The experiences of parallel marginalized identities conveyed by these
interviewees illustrate the nature of identity formation as a continuously evolving process that
cannot be isolated within a simplistic framework.
“I see the world differently because I am a woman of color and because I am a person
with a disability. Both have taught me that it’s not a bad thing to be viewed differently,
as long as you find the power in it and claim it as your own. Because I’m a woman of
color, I’ve seen how people treat me differently, and with my disability, people can’t
seem to wrap their heads around it. People don’t understand that it makes me who I am.
When it comes to advocacy, people often tell me that I have to choose one or the other. I
can’t choose just one of my identities. They work together. They both affect me and how
I see the world, and they affect how people perceive me and judge me. And I love it. I
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love who this person is. It’s taught me how to be an advocate for myself and others, and
it’s taught me when to step forward and take the reins of the conversation. But it’s taught
me to sit back and listen and ask questions as well.”
“From the outside, I identify as an African American who is in a wheelchair with a spinal
cord injury. I also identify as a spiritual person and as a father. I listen to reggae music
and play guitar. I very much identify as someone who is of African ancestry and as
someone in the disability community. I experience the parallel identities of being in
oppressed cultures and being judged by how you look on the outside. It has transformed
how I see myself as a whole person.”
“There are the obvious identity markers: biracial, Black, woman-identifying, trans-racial
adoptee, neurodivergent, autistic, and anxiety-having. And then there are more neutral
terms: sister, rival, friend, and activist. The markers come first both from a personal
view and from society’s view.”
Furthermore, as reflected by the dynamic interactions between disability experiences and
other complex dimensions of personhood, situational factors influence the expressions of
disability identity throughout different contexts. Mirroring the theoretical discourse on disability
identity, my interview findings affirmed that individuals’ willingness to proudly claim disability
identity and advocate for their community’s rights largely correlates with the level of progressive
attitudes within a given environment. As one of my interviewees stated, their outward identity
expression fluctuates regularly within different spaces, since “it is oftentimes difficult not to take
societal expectations of what you should and should not be able to do and apply them to
yourself.” Another interviewee echoed similar sentiments regarding the impact of mainstream
attitudes on his personal development of disability identity: “I don’t regret having a wheelchair,
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but I struggle with it sometimes. It depends on the situation I’m in and the environment I’m
navigating.” In addition to the culture surrounding disability, the mobility, resources, services
for independent living, and degrees of accessibility offered by different environments play a
significant role within individuals’ perceptions of their disability identity and positionality within
the disability community. An interviewee with a spinal cord injury identified healthcare access
as a paramount influence on his disability experience:
“On one hand, I am fundamentally the same as everyone else. I am a human being, and
disability is a natural part of the human experience. On the other hand, I have
significant needs and require the healthcare system, and I think there’s a separation
between people with disabilities and those who do not.”
A wide variety of intersectional and situational factors frequently overlap together to
create the unique paths toward claiming a disability identity. At the same time, a subset of my
interviews illustrated that in some circumstances, disability emerges as a secondary feature,
rather than the centralized and defining element, within a person’s sense of self. As one
community member explained: “Disability isn’t the first thing I think of when describing myself.
I’m a young man who is a writer, blogger, music-lover, and avid reader who just happens to have
cerebral palsy.” Likewise, another community member introduced herself as a “caring,
intelligent, creative graphic designer and advocate who happened to be born with a disability.”
In addition to placing their interests, passions, and personality traits at the forefront of their
identity, these interviewees described the sense of empowerment that comes with living beyond
their body and creating a self-definition that transcends disability. While none of my
interviewees denied disability as a significant component of their life or wished to be nondisabled, the salience of disability within constructed identities varied between individuals.
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Therefore, throughout my theoretical and phenomenological research, I reached the overarching
conclusion that because disability identity lacks any universal manifestation, all unique forms of
claiming and expressing it must be equally recognized and validated.
Even though my interviewees expressed different frameworks of orienting disability
identity within the broad scope of their life, each of them explored the ways in which their
disability has influenced their endeavors, connections with other people, and ways of interacting
with society throughout the course of their life. Reflecting the notion of disability culture as an
unifying set of experiences rooted in resisting non-disabled power structures, nearly all of the
community members that I engaged with expressed that they felt a calling to use their work to
help dismantle the tragedy paradigm surrounding disability and forge a more empowering
narrative. An interviewee who identified as Deaf and autistic shared that her journey of
navigating a multilayered identity led her to discover that she feels passionately about advocating
for intersectional voices to be heard throughout the autism spectrum. Likewise, other
interviewees with diverse types of disabilities upheld that their identity has compelled them to
lead with understanding and compassion, build relationships with members of other marginalized
communities, and mentor people with similar life experiences.
The ongoing efforts to bridge divides between traditionally polarized identities, amplify
more inclusive representations, and reimagine disability as a dimension of human diversity
recurred as underlying motivations for outwardly expressing disability identity. As one
interviewee who identified as experiencing parallel marginalization reflected: “I claim my
identity as neurodivergent and autistic so that other biracial people and people of color can see
that there are people like them beside the narrow representations on a screen.” Likewise, at
several points throughout my interview series, different individuals expressed pride in
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channeling their identity as a means of claiming individual autonomy, subverting
misrepresentations, and empowering other community members:
“At first, I couldn’t accept the cards that life dealt me, but now I’ve gone beyond
acceptance to enjoyment. I now ask: ‘What can I do with this to make the world a better
place?’
“I am a woman living with a disability. My disability is interwoven with my identity. It’s
shaped my career choices, it’s pushed me to make hard decisions about what I want and
what I don’t want, and it’s brought me closer to learning about different cultures.”
“I see my disability as knowledge for solving problems and finding solutions. My
disability adds to my personality.”
Overall, by understanding the infinite nuances, experiences, and perspectives that
compose disability identity as a social and cultural phenomenon, we can take a critical step
toward dismantling the entrenched conceptualization of disability as an inherent deficiency and
homogeneous tragedy that must be overcome. Embracing disability as a holistic dimension on
both an individual and collective level invites a broader exploration of the realities that come
with navigating non-disabled expectations, fighting against systems of exclusion, and creating a
visionary path forward.
Experiencing Life Within the Spaces in Between
After intentionally creating space for community members to explore the evolution of
their disability identity and the complexities surrounding it, I turned the focus of my
conversations toward the presumptions of non-disabled normalcy within a society that was built
to fundamentally exclude the needs of the disability community. I asked my interviewees to
describe the perceptions, stereotypes, attitudes, and misconceptions that they have encountered
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as they navigate different environments through the lens of their unique disability experiences.
Many of the narratives that I gathered explored the entrenched divides between avowed identities
and ascribed identities, as my interviewees identified the discrepancies between their personally
constructed perceptions of disability and other people’s perceptions of disability. The most
prominent theme that arose within this segment of my interviews centered on entrenched
misunderstandings, ingrained by the failure of non-disabled members of society to recognize
disability as anything beyond a weakness that warrants pity, condescension, and avoidance.
The enduring culture of medicalization and the glorification of both “overcoming” and
“curing” disabilities continues to profoundly shape the lived experiences of diverse disability
community members. Interviewees from all different age cohorts recalled vividly detailed
memories of their earliest experiences with stigmatization and segregation, ranging from riding
alone on a designated school bus, travelling substantial distances to attend the only public school
with wheelchair accessibility, and feeling dehumanized while watching special education
students complete their school’s janitorial duties. After recounting his story of fighting against
institutional barriers and advocating for his right to enter the workforce, one interviewee ardently
warned that we must resist the tendency to distance ourselves from the brutalization and enforced
isolation that cast a long shadow over centuries of disability history. As he argued:
“Deinstitutionalization did not happen on a large scale until the 1980s, and those paradigms did
not just disappear, the idea that these people’s lives had so little value that they could be locked
up and buried in unmarked graves. They just took different forms.” The sociocultural
framework of disability as a problem in need of correction or concealment, reflected by the
jarring experiences shared among a wide range of community members, oftentimes compels
individuals to express disability identity as a form of resistance to internalized messages of
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brokenness and deficiency. Several interviewees stressed the lasting impacts of the messages
that they have received throughout the course of their life:
“In high school I had teachers who implied: ‘You’re dumb because you don’t function
the way everyone else functions.’ I always internalized that.”
“Growing up, people didn’t understand why I couldn’t just ‘get over’ my anxiety and
OCD. People didn’t understand me and got impatient with me when I was scared or shy.
I have to educate people a lot. They try to fix me, and they don’t understand why I can’t
just ‘face it.’”
“I internalized the understanding that this was something people were going to judge me
for. I internalized the concept that I was broken and needed fixing. Because of the idols
available for media consumption, we either have sad representations or exaggerated
model minority myths. And so I spent so long thinking that we’re only here for
neurotypicals’ consumption, and we need neurotypicals to teach us love.”
Expanding upon the same cultural ideals underlying the medicalization and systemic
erasure of disability, community members also recounted subtle instances of feeling silenced and
invalidated. Stated plainly by an interviewee with a spinal cord injury: “Non-disabled people
take the path of least resistance to the point of complete avoidance.” The normalized discomfort
and pity surrounding disability, in addition to the failure to holistically include it within
mainstream discourse, results in a perpetuated lack of understanding surrounding communication
methods and life experiences that transcend non-disabled norms. An interviewee with autism
described feeling repeatedly ridiculed and objectified when neurotypical peers vocally criticize
her patterns of speech and movement, making harsh demands such as: “Look me in the eyes
when I’m talking to you. You’re speaking too fast. You’re speaking too loud.” Individuals with
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both visible and invisible disabilities described a combination of overt judgments and subtle
forms of dismissal, both of which reinforce a consistent feeling of pressure to prove their worth
and assert the validity of their perspective within predominantly non-disabled spaces.
Across the diverse stories and voices that I listened to, an unwavering resistance to the
tragedy paradigm of disability rang clearly, as interviewees relayed the unwanted sympathy,
sorrow, and impositions of heroism that they find themselves countering in public spaces.
Because of the marginalization, invalidation, and exploitation that manifests during moments of
being flattened to an object of charity or becoming labeled as an “inspiration” simply for existing
with a disability, many community members expressed their wish that non-disabled people could
learn to approach them as contributors, innovators, and multi-layered human beings. My
interviewees stressed that the cultural myths reinforced by mainstream media representations,
which distort disability as an unfortunate circumstance to be pitied, compensated for, and
ultimately overcome, shape the rhetoric and social dynamics that they navigate on a daily basis.
“People either invalidate me or overly sympathize with me. There’s not really a normal
ground of treating me like a normal person. I wish people could compromise and work
to make the world a more accessible place, or stop assuming that I’m an entity they can’t
relate to. I am a person too.”
“In others’ eyes, people with disabilities are something to be charitable toward. We have
to be angels all the time. People think there’s a cap on what you achieve, yet you’re
expected to overcome your disability in everything that you do. It’s a vicious cycle of
dehumanization in which we have to live to meet the expectations of people without
disabilities.”
“I see the sorrow on other people’s faces when they look at me. They’ve chosen to see
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me as a sad story, when I see myself as a happy story.”
Since the existing paradigms of disability have been historically entrenched through
forms of systemic segregation and social stratification, efforts to bridge gaps between the
disabled and non-disabled communities oftentimes imply that assimilation into the non-disabled
majority should be upheld as the ultimate goal. Within the seventeen interviews that I gathered,
people offered a wide spectrum of opinions regarding the roles that the disability community
should play in advocating for inclusion into mainstream society and educating the broader
population about their experiences and needs. While one interviewee argued that “we have to
inform non-disabled people as much as possible in a kind way,” another interviewee ardently
disagreed with shouldering that responsibility, asserting that “people on the margins have been
taught to work with the centers, but the people in the centers have never been taught to work
with the margins.” One of the most impactful moments within my interview series occurred
when I asked a community member to describe their visions for eradicating stereotypes and
achieving genuine inclusion, and they unapologetically pushed back against my question, stating
plainly:
“I hate the word inclusion. I don’t want to be included in an abled world, in a world that
is not built for disabled people. My whole life seems incomprehensible to people
sometimes. I want the abled world to look differently.”
At their core, stigmatization, prejudice, discrimination, and stereotypes create visceral
and overarching experiences of navigating otherness, shared by diverse individuals who have
been brought together in constructing an identity within the spaces in between non-disabled
norms and power structures. The progression toward dismantling the simplistic frameworks of
tragedy lacks any consolidated definition or direction, as disability experiences encompass
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divergent forms of resistance and empowerment. Yet to different degrees, each individual that I
met expressed a driving passion for calling attention to ongoing patterns of exclusion, refusing to
accept the normalization of these patterns, and shifting the paradigm surrounding disability to
one of unconditional acceptance and open-mindedness. As one interviewee animatedly
concluded at the end of our conversation: “We can be doers. We can be talkers. We can be
listeners. We can actively try to shape the narrative about us as it’s being formed. We can be at
the table!”
Transcending the Singular Narrative
After listening to the narratives that community members shared as they explored their
ongoing journeys of claiming disability identity and addressing prevalent non-disabled
assumptions, I concluded my conversations by asking them to identify their sense of positionality
within the disability community as a holistic culture. Much like the responses that I compiled
surrounding individual identity development, the seventeen interviews encompassed an
expansive array of perspectives, as individuals reflected upon their interactions and relationships
with the broader disability community. The disability community includes complex overlaps
and intersections between different identities and lived experiences. Such complexity presents a
stark contrast to mainstream portrayals of the community, many of which flatten disability into a
homogeneous experience that can be easily consumed and manipulated to evoke emotional
responses from non-disabled viewers. As the definition of disability itself continues to fluidly
evolve, individuals’ sense of belonging within the disability community changes
circumstantially, reflects unique interpersonal experiences, and unfolds alongside personal
identity formation. Nevertheless, even amidst the fragmentation and differing levels of
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identification within the broader community, an underlying unity prevails, created by the lived
experiences that non-disabled people cannot fully understand.
A critical finding within my conversations revealed that individuals oftentimes
experience greater comfort and belonging when they affiliate themselves with a community of
people who share their specific disability, rather than the general disability community as a
whole. For instance, several of my interviewees identified the connections and relationships that
they have built within the distinct culture of the service dog community as being paramount to
their disability experience, with one of them specifying the “queer, young, and poor” service dog
community as their place of genuine belonging. Likewise, many wheelchair users reported
actively seeking out other people with the shared experiences of navigating accessibility and
independent living needs. As one man stated: “I feel significantly more connected to people who
genuinely understand the complexity of having an involved disability, such as a spinal cord
injury.” Because of these distinctions, it is vital to understand the disability community as
encompassing specific subcultures and intersectional identities, rather than strictly existing as a
cohesive and stagnant group.
Additionally, complex sociocultural factors frequently prevent individuals from
experiencing an equal and unequivocal sense of belonging to the broader disability community.
Interviewees with invisible disabilities recounted specific instances of having their identity
questioned by other community members and therefore feeling invalidated and ostracized from
discourse surrounding disability issues. The experience of feeling isolated within the community
also echoed within the narratives of the community members that I interviewed who identified as
possessing parallel marginalized identities. The narratives that recurred throughout both groups
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illustrate the implicit biases and subtle forms of stigmatization that persist, even within a
minority group as expansive and multifaceted as the disability community.
“Even within the disability community, having an invisible disability leads you to be
invalidated. You can become invalidated if people see your disability as a ‘trend.’ I tend
to invalidate my own experiences and not join into certain disability cultural activities
because I don’t feel like I belong there.”
“I’ve never really built a community around having an intellectual disability. I’ve
Always lived in a world where I’ve been one of a few. As an adult, I don’t know where I
fit in the disability world, because when you don’t see something, you don’t talk about
it.”
“My [Black and biracial] identity is not represented in the disability community. People
who look like me are not given the microphone. Yet ableism is an afterthought in the
[Black and biracial] community as well.”
Because of the realities of distinct subcultures, forms of exclusion surrounding invisible
disabilities, and different levels of privilege, the disability community cannot be captured within
any singular narrative. In order to reorient disability within a more critical and unfiltered
understanding, we must recognize that, similarly to the dynamics within other minority
communities, the perpetuation of silencing, inequities, and systemic barriers takes a multitude of
forms and manifests differently within the lives of community members. Yet across the array of
perceptions, experiences, positionalities, and visions that compose the narratives within the
disability community, the majority of my interviewees described the cultural connections that
they have developed in navigating the inaccessibility and misrepresentations that remain
enforced by non-disabled normativity. Rather than providing an absolute and cohesive unity
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across all situations, disability culture represents a beacon of deeply rooted understanding,
resistance, and resiliency. Several individuals identified the community as an enduring network
of support and kinship.
“There is a threat of viewing us as a segregated group of homogeneous people, but we
are a common demographic of people who share broader life experiences. We are a
community that has been traditionally dominated by the voices of charitable
organizations, and we don’t have enough spaces that have been created by and for us.”
“Being a part of the disability community gives you a sense of connection, and that
connection creates our culture. When you’re the only person with a disability in a room,
it’s hard not to feel like you’re standing out.”
“From physical to intellectual disabilities, even if someone is different from you, you’re
still in a family that can relate to different struggles and accomplishments that people
without disabilities can’t fully understand.”
Throughout all forms of connectivity to disability culture, individuals affirmed the
driving sense of pride that emerges from the experiences of uplifting unheard voices and
redefining stagnant concepts of fulfillment, success, and empowerment. In the process of
claiming disability as a cultural identity and building relationships among people who share
fundamentally similar lived experiences, many community members reflected that they found a
newfound hope for representation, progress, mobilization, and change. As one interviewee
conveyed, joining advocacy groups and establishing a place within the local disability
community emboldened him to publicly share his story, which he hopes will inspire others to
“choose the infinite possibilities to create a more inclusive society where we see value and
dignity in all people.” Pride also arises from the moments in which members of the disability
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community transcend presumptions of weakness and incompetence and visibly reframe disability
as an element of a rich and meaningful life, rather than an obstacle that requires overcoming.
Another interviewee conveyed the joy and fulfillment that arose as she achieved milestones
while openly claiming positionality within disability culture.
“I remember being told in high school that I’d never go to college with my disability. To
graduate from college meant that it didn’t make a difference, that I could do this with
help and on my own. For so much of my life, I felt ashamed and scared and caught up in
thinking that I should hide my disability and not be proud of it and not embrace it. Now I
can go in front of a room full of people and talk about my disability, and I know that I
should not hide it or be apologetic about who I am. If I can share that and it makes a
difference in one person’s life or changes the way they view disabilities, that’s my power.
That’s all I can ask for.”
My final question invited community members to share their visions and hopes for
progress, equality, and change. The resounding answers that I received called for structural
policy changes, authentic representations across media platforms, the amplification of diverse
voices within the disability community, and the full incorporation of disability throughout
conversations centered around diversity and inclusion. The movement toward holistic
inclusivity, access, and equal opportunities will necessitate not only visible advocacy from
members of the disability community, but also difficult and continuous efforts from non-disabled
people to dismantle their own biases, assumptions, and unearned privileges. An interviewee
firmly asserted that superficially representing disability within diversity and equity initiatives
will yield little progress if the multilayered needs within the community remain silenced. She
stated: “You can’t do anything for people if they’re not included in the conversation. The stigma
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is not dead. Ableism is still framed for the comfort of able-bodied and neurotypical people.”
The need for intellectual humility, collaborative work, and openness to learning about diverse
experiences becomes clear in conversations both within and outside of the disability community,
as the infinite complexity underlying disability leads to misunderstandings and divisions even
between community members. Another individual echoed the wish for constructive and
multifaceted dialogue.
“To dismantle anything, it takes work from both people with the community and allies.
Disability is a spectrum of all different forms and facets, and too often, we have difficult
conversations without actually listening to each other.”
Within the continuous spectrum of identities that I interacted with, opinions that I listened
to, and stories that I gathered throughout my interview series, the most poignant and passionate
vision that interviewees expressed centered around a future in which disability can be
recognized, celebrated, and embraced for the joy, achievement, beauty, culture, and humanity
that it encompasses. The fundamental and universal desires that we all experience, specifically
to be perceived as completely human, treated with dignity and respect, and accepted
unconditionally within all spaces, profoundly shaped the unflinchingly honest and eye-opening
narratives that community members shared. While these narratives represent only the beginning
steps within the ongoing journey of redefining disability and reclaiming traditionally silenced
narratives, they illustrate the infinite depth and humanity that arises from the perspectives that
enrich the spaces in between,
As a disabled woman embarking on the fruitful journey of exploring disability identity
and culture while seeking out unheard stories, I experienced a poignant sense of humility,
gratitude, and awe as I realized how much I have yet to learn. Throughout my interview series, I
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built authentic and reciprocal relationships with community members whose ideas, values,
experiences, and perspectives diverged significantly from my own. The continuous challenges to
my personal beliefs, as well as the moments of transformative learning that I experienced within
these conversations, inspired me to transcend the parameters of my subjective frameworks and
actively seek to understand the multidimensional expressions of diverse disability identities. As
I experienced the beauty, connectivity, and growth that arises from forging intentional
connections and listening to the human stories within the spaces in between, I came to realize
that the most promising milestones toward unconditional inclusion and equality will stem from
continued conversations. Impactful intercultural communication between the disabled and nondisabled communities calls for all individuals, especially those who have traditionally held
positions of power and visibility within society, to acknowledge their implicit biases and
misunderstandings, immerse themselves within unfamiliar narratives, and embrace the boundless
complexity and uniqueness that every individual perspective to offer.
In embarking on this project, I reconciled with the uncomfortable and undeniable truth
that I spent significant time during my formative years suppressing the core of my identity and
working to satisfy non-disabled expectations for happiness and success. I desperately worked to
create a self that transcended disability and adhered to the entrenched belief that negating
disability formed the only viable pathway toward experiencing inclusion and acceptance.
Throughout the continuously unfolding journey of breaking entrenched silences, dismantling
internalized ableism, and openly claiming disability identity and culture, I have experienced the
unprecedented liberation and validation that arises as I exchange stories with community
members who have constructed their narratives along fundamentally similar journeys.
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The path toward subverting oppressive misrepresentations, shifting the paradigm of
disability from tragedy to empowerment, and achieving progressive inclusion lacks any
comprehensive solution or finite benchmark. Nevertheless, with the rise in visibility surrounding
disability identity and culture and the accentuation of disability narratives within our collective
consciousness, we can realize the infinite potential to reconceptualize disability as an
irreplaceable, invaluable, and natural element of the human experience. In celebrating the spirit
of resiliency, pride, and togetherness that colors the stories within the spaces in between, we can
open our eyes to the beauty and insights that come with navigating the world through different
lenses. Amplifying these stories will profoundly broaden our horizons of understanding what it
means to be human.
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Appendix A: The “Better Dead Than Disabled” Media Trope

Toy, Mitchell. “#RIPStephenHawking.” 13 March 2018, 9:13 p.m. Tweet.

Silver 52
Appendix B: Materials for Interview Series

List of questions about disability identity and culture that I asked each interviewee:
1. How would you describe your identity?
2. What moments or experiences have been central to your identity formation?
3. Do you think that your disability(s) shaped your childhood and journey of growing
up? Why or why not?
4. How do you perceive your disability(s)? What does it mean to you?
5. Do you think that there are any differences between how you perceive yourself and how
others perceive you?
6. How do you wish for other people to approach you? Do you experience any
misconceptions about your disability(s) that prevent this?
7. Are there any mainstream messages or stereotypes surrounding your disability(s) that
have impacted you throughout your life?
8. Are there particular elements of the disability experience that you wish that non-disabled
members of society understood?
9. Do you feel a sense of belonging within the disability community? Do you feel
connected to a broader disability culture? Why or why not?
10. Have there been moments or experiences that have kindled a sense of pride in having a
disability? Or have there been any moments or experiences that made you feel a need to
remove yourself from your disability(s)?
11. How do you think we can best address and dismantle negative stereotypes about people
with disabilities within society?
12. What does genuine inclusion mean to you?
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Promotional flyer that I created to recruit interviewees through social media platforms and
disability networks in the Twin Cities area:

